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THE PATIENTS VOICE AT THE MILLENNIUM
Rebirth
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This essay was awarded the Patient’s Millennium Gowers prize of 1999 by the council of the British Branch of the International
League Against Epilepsy.
THE GRAND MAL
Slowly, painfully, almost resentfully, awareness re-
turns. The back of my head is splitting with pain,
where it hit the pavement. My thoughts and my body
are like sludge; I cannot move them with any speed or
the accustomed dexterity. Even the nascent feelings of
panic are buried somewhere in the mire that seems to
be me.
WHAT IS HAPPENING TO ME? I would like to
scream aloud but cannot make the words. Panic, lurk-
ing, swims nearer to the surface of the slime as grad-
ually I realize that I cannot remember where I am or
what I was doing. That the office is just around the
corner and that I have trodden this street daily is com-
pletely unknown to me. There are people bending over
me and my habitual self-effacement is in tatters. Why
are they bending over me? Their lips are moving but
I cannot hear anything for the sound of blood roar-
ing in my ears. I try to get up but cannot even lift my
head from the pavement. Seeing the movement some-
one pushes me back down. I would like to say ‘No,
I’m all right, thanks.’ but once again cannot say any-
thing. The roaring of the blood is spreading through
my head and the occiput is getting more painful as I re-
main lying on my back. There are feelings of exhaus-
tion washing over me, more deep and crushing than I
have ever known before, far too deep for sleep even to
be contemplated. Through all of this a few words are
getting through to my consciousness:
. . . he drunk?
Disgraceful
Dropped like a stone.
And whispered, but loud enough for me to hear,
‘Drugs?’ I try to lift my head to refute these charges
but succeed only in rolling it and in all probability giv-
ing credence to the lies. The crowd parts and a peaked
cap wobbles into view.
‘Just lie easy, sir.’ says the ambulance man. This
strikes me as funny as I am incapable of doing any-
thing else. Inside I laugh but wonder if my face shows
even a flicker of a smile as I am lifted onto a stretcher
and into the cool interior of an ambulance. The doors
slam and we set off down the Strand on a warm spring
morning.
In truth, I cannot remember much of what followed.
Casualty, almost certainly; hurrying nurses and the
busy long white coats add to my feelings of giddi-
ness and exhaustion. Cool, gentle fingers probing the
back of my head, simple questions which I struggle
to answer meaningfully, the cleansing and the taping
of the wound. (Alas! To little avail as the same thing
will happen again in a fortnight; the wound will be
re-opened and today no hair grows there.) Eventually,
slowly, I have the wherewithal to ask ‘Where am I?’
‘St. Thomas’.’ I am told. The name means nothing
to me but over the years its doctors and surgeons have
become my helpers and benefactors. Tests follow with
acronyms I cannot remember and whose purposes I
do not understand. I struggle with a problem: is it my
fault that I don’t understand and if so, why can’t I un-
derstand? Finally, diagnosis day!
‘What you experienced that day is a type of seizure
called a Grand Mal. . . ’ (‘a big bad!’ I thought face-
tiously ‘well you got that right! What is the French for
‘wolf’ anyway?’ I continued to think irrelevantly.) The
doctor is continuing gently. It seems that I have a neu-
rological disorder called epilepsy, possibly as a result
of a previous operation. I begin to feel numb as this is
explained to me. Soon the words are passing over me
as my own thoughts and questions flood my mind.
‘Y..y..y..you mean’ I eventually manage to stammer
‘that this can happen. . . again?’ Apparently it does and
after that little of what the doctors say registers. It is
not easy to describe my feelings at this time. Fellow
epileptics will understand all too easily and those who
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are not seldom do. We all grow up knowing beyond
doubt that we are in charge of our own destiny. We are
the master of our own craft and it is our own hand on
the tiller that determines whether we spend our days
in rough waters or calm. This is something so funda-
mental to those of us lucky enough to be born healthy
that we do not ever pause long enough to consider it at
all, far less to consider it a precious gift. Quite simply,
it is taken for granted and if it was ever thought about
would almost be regarded as a right. Imagine the effect
of discovering that this is not the case and that you are
going to face some stormy waters whether you like it
or not and also the fact that your new co-pilot is a face-
less beast who can snatch the tiller from you whenever
it pleases to leave you an aching, exhausted heap on
the deck beside him.
It was a chilling prospect. I was now very fright-
ened. No longer would I know that I could continue
to rely on the appearance that I chose to present to
the world. Would I find myself in a queue at a ticket
kiosk at the railway station staring into the distance
seemingly unaware of my destination when my turn
came at the head of the line with increasingly impa-
tient people in front and behind me? Or would it be
that revolting ‘mini-death’ of the Grand Mal, lying a
quivering wreck on the floor, causing shock and con-
cern from all around? My hand shook as I lifted my
coffee cup in the hospital cafeteria. The coffee did no
good; my mouth just got drier and drier. As I raised
my arm, the pills that I had picked up from the hospital
pharmacy rattled in my pocket. The doctors hoped that
these might control the seizures but I had my doubts
as I had already been taking them for some days and
had had another Grand Mal, this time on the platform
of Cannon Street Station. More attention, more ambu-
lance travel. Was this what my life was to become?
Strangers bending over me, ambulances and friendly
Australian nurses with whom I would have liked to
flirt, had only I been able to string two clever words
together? My hand shook with a slight spasm as I won-
dered ‘Is this as bad as it gets? Can it get any worse?’
Simultaneously I was filled with that peculiar dread,
the yawning chasm of the unknown, and some of the
questions that I should have asked the doctors. Should
I go back and ask them? I looked back towards the
lifts that lead to clinical neurophysiology. I wanted the
doctors. I wanted my mother.
LIFE WITH THE BEAST
I soon discovered that my new life with the Beast was
going to mean significant changes to my life-style.
My overwhelming feeling was that these differences
from those around me and the nature of my condi-
tion left me feeling not only alone but also isolated.
How I yearned to talk to someone who would not say
‘There there, dear’ in a pat-my-hand sort of way but
had epilepsy themselves, was level headed and experi-
enced enough to say ‘Look, if you don’t do the wrong
things then you can expect a number of normal days
but you must be reconciled to having some bad days.’
I decided that despite these changes I would try to hide
my epilepsy from everyone as much as I could.
Taking the pills twice a day was easily done and, on
occasion, just as easily forgotten. The precautionary
changes were at first dictated by the fear of what could
possibly happen instead of what should be reasonably
expected. So my jay-walking days on the streets of
London were over; it was the Pelican Crossing for
me. I stood ludicrously far back from the edge of the
railway platform and stopped watching television in a
darkened room. Gradually these precautions became
less extreme. I could not drive; most of the farm ma-
chinery was now forbidden to me. I could not even
take a walk down the rutted track with its large, deep
puddles. The rural isolation that I liked to capture in
my photographs was lost to me because I could not
find that isolation when I brought a ‘minder’ with me.
No solitary walking, swimming, bathing; even bicy-
cles were considered too dangerous on our narrow,
over-used lanes. Such simple pleasures that had never
been considered as such were suddenly lost, seemingly
forever.
The biggest changes, of course, were the seizures
themselves. They included the gentle absence which
few people would recognize as a fit; then there was the
more severe type with its storm-force waves crashing
painfully on the shore inside my head which usually
left me on the floor. Then there was the Grand Mal.
What can I write of them? Shocking, painful, exhaust-
ing, intrusive and ultimately irritating. At first I would
review my recent actions, assuming that the seizure
was a sanction for some misdemeanour or omission in
my precautions. Was tonight’s science fiction film to
blame or was it that second glass of wine with dinner?
What had I done wrong? Later I abandoned this reli-
gion of retribution and accepted the seizures as a fact
of my life. Eventually, unbelievably, as I had more and
more of them I began to get used to their onset. They
weren’t welcome but at least now I knew what to ex-
pect.
One surprise with epilepsy was the kindness shown
to me by people after I had had a fit. Whether it was
my colleagues in the office or strangers on the street, I
was so often touched by their kindness and sympathy
to my situation. I was struck by how much folk wanted
to be of help. This so often, in spite of the squalor of in-
continence and vomiting and my shame at these hith-
erto private things that now sometimes accompanied
my seizures. In my weakened state I often found my-
self much moved by the gentleness and the sensitivity
288 G. Gwyn-Williams
of these people who were strangers to me. To my work
mates I was the same person as I was before and if they
found me standing on a desk early in the morning fid-
dling with an overhead fluorescent light, well that was
alright too. My family has given me much support, not
just in watching over me, steering me clear of danger
or in picking up the pieces afterwards (though this has
been greatly appreciated!) Most of all, they have kept
my morale up whenever I went through a ‘bad patch’
of seizures or when the new pills didn’t seem to be
making any difference or after events that seemed to
suggest that my life was beginning a downward spiral.
I remember being given early retirement on medical
grounds with those cheery but damning words:
‘With your sickness record, you’ll probably never
work again!’ And all the unsuccessful job applications
that followed. Pulling out of that nadir could not have
been done without my parents and siblings. Their sup-
port has been unstinting these many years. They have
been magnificent.
What was the nature of the beast, this Epilepsy? Cer-
tainly not, I thought, a ‘wee sleekit, cow’rin tim’rous
beastie!’ It was time to rouse myself from my whining
‘Why me?’ and to find out as much as I could about
my new companion. Knowing nothing, save what the
doctors had told me, I bought and read books to learn
and understand more. I began to sit up when I saw or
heard the word ‘epilepsy’ and picked up any news I
could. Gradually I even discovered that famous peo-
ple had epilepsy too! This included one well known
rabbi whose wise words have been a source of com-
fort for years. One day he found himself lying on a
street as he recovered from a seizure. In his hand he
found a five pound note and a tract on The Evils of
Drink! I had been there too; misunderstood and hope-
lessly prejudged but I had to laugh all the same, just as
he did. The fellow-feeling and reassurance I got from
other people with epilepsy was invaluable, never more
so when trying to explain epilepsy to folk and seeing
the miscomprehension or even fear on their faces. I
joined the B.E.A. and the N.S.E. to learn more about
the work being done on epilepsy and to find about
other people with epilepsy. Through all of this I began
to get a feeling of just how lucky I have been. Though
not fully controlled, my epilepsy was not nearly as
severe as that of some of the people I was reading
about. I was privileged to have first class doctors at
St. Thomas’ who always listened to my (sometimes)
endless moaning and my foolish ideas and then gave
me clear, sensible advice and treatment. My employers
sent me on courses on ‘positive action against disabil-
ity’. (This was a new idea. I wasn’t disabled; I just had
epilepsy!) These taught me about the law and the dis-
abled. I learned how to maximize my strengths whilst
stepping around the weaknesses that my disability im-
posed upon me as far as possible. Above all, they
brought me into contact with other people with a wide
range of disabilities. Their courage and determination
to get on with life as best they could was inspirational
to me. I could not have hoped to meet a finer group of
people.
RESECTION
I had tried most of the appropriate drugs and contin-
ued to have seizures of varying severity. After one
change in medication I had had two Grand Mals within
a fortnight and although the doctors assured me that
the drug was not responsible, I remained unconvinced.
Clobazam, it seemed, had clobbered me! The doc-
tors asked if I would be willing to consider surgery
if they could determine whether it would be possible
and beneficial. There was little need for consideration.
I was tired of the public displays and the kid gloves. I
was soon admitted to the National Hospital for a series
of tests and scans.
Unlike some of the tests that had been necessary to
detect the tumour on my pituitary gland, the ones that
followed were mostly painless and pleasant. Unfortu-
nately they weren’t able to give the consultants the
information that they needed and so I was to have a
much longer test. An electroencephalogram (‘EEG’) is
a painless test that is used to monitor brain waves and
I had had many of them before. This one was to be dif-
ferent in that it was to be over a 12 hour period in the
hope that I would have a seizure and ‘reveal all’ on the
EEG print out. The day of the test passed slowly, with-
out incident but without a seizure either. In the early
evening I remembered something and asked the tech-
nicians if I could give it a try and they agreed. Within
a short time I was having a Grand Mal.
What I had remembered was that the opening credits
to a television programme had sometimes induced fits
in the past. The programme was called ‘Star Trek’. As
the Starship ‘Enterprise’ whooshed towards me, my
stomach would give a lurch and a fit sometimes fol-
lowed. This Grand Mal was every bit as unpleasant as
its predecessors but it did give the doctors the informa-
tion that they needed. When they came to see me they
said that it was possible that scar tissue following the
removal of the tumour on my pituitary gland and situ-
ated on the right frontal lobe of my brain was causing
my seizures and that it would be possible to remove
this tissue. In the following days I learned more of the
details of this operation. What would be the effect of
the loss of this lobe? Why wouldn’t more scar tissue
form in its place? What was the likely outcome and
what were the dangers?
As I waited for the operation, I passed the time by
talking with my fellow patients. Almost all of them
seemed to feel more cheerful after talking about their
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illnesses and how their treatment was going. I ex-
perienced a new type of fit for the first time. In a
‘fall-down’ fit one simply drops to the ground. When
helped up, one is groggy but otherwise unaffected. I
had two: one outside the hospital doors on a lovely
sunny evening in Queens Square and the other over
one of my mother’s rose bushes. I think that she was
more worried about any possible damage to the rose
bush!
The night before the operation came at last. How
stark and clear everything seemed: the ‘Nil by Mouth’
sign stuck to the bed head; the yawning chasm in my
stomach and the usual hubbub on the ward that had
faded to the night quiet. My friends had given me their
gruff good wishes (‘Good luck, mate’, ‘You’ll be al-
right’). Now all the patients were in bed and it was
just me and the fears-filled night. The doctors had ex-
plained the possible outcomes of a right frontal lobec-
tomy. The chances were good for a significant reduc-
tion in the number of seizures. Possible but less likely
was a cessation of all seizures. When I had asked what
could go wrong, I was told that a mishap such as the
bursting of a blood vessel, for example, was possible
and that that would see me confined to a wheelchair.
These three possibilities raced around my mind as I lay
wide-eyed in the darkened ward with my heart thud-
ding against my ribs. The kind nurses came by from
time to time and bade me to try to get some sleep. My
quips to them dried up early. I passed the wee small
hours staring at the square white ceiling tiles above
my head and when not reflecting on life and death,
eventually formed a theory on how to become unbeat-
able when playing noughts and crosses. The theory is
sound, unlike any other conclusion that I did not reach
that night.
The morning of the operation is like any other oper-
ation morning; too full of fear and adrenalin for much
reflection. The pre-med seems to relax my body but
not my mind which is a curious sensation. The porter’s
greeting is cheerful (‘First up on the slab, you lucky
man!’) but with its morturial connotations I am un-
able to return his smile. Being taken to the operating
theatre always has an artificial feel to it. I think that
I should get up and help the porter with his awkward
load which seems as unwieldy as an overloaded su-
permarket trolley. The world looks odd sideways on
a pillow height and everyone seems to avoid looking
at the patient on the bed. I suppose that the sight of
white-faced and sweating patients is an everyday one
for hospital staff. The journey is soon over. After a few
brief pauses in corridors I find myself in a small room
which, although I don’t know it, is anaesthetics. I am
aware of consciously looking around. It is the same
feeling I have whenever I leave home for a long jour-
ney and I am wondering if I will see any of this ever
again. I catch the pretty eyes of a masked nurse who
smiles at me and I try to grin back. Heart in my throat,
I am oblivious to the quiet efficiency all around me.
The anaesthetic is administered. A roaring begins in
my ears; in no time it is deafening and my eyes are
forced shut.
REBIRTH
Awakening is slow. Reminiscent of that sludge-like
state on emerging from a Grand Mal, everything hap-
pens slowly. Slowly I become aware that I am. A
feeling of awareness fills the mind and starts to ex-
tend to the body. With it comes the realization that
this slowness, this torpor, heralds the emergence from
drugged insensibility. Only obliquely do the sensa-
tions of sheets on skin and blankets on body register.
There seems no urgency to open my eyes and willingly
all effort is abandoned and gratefully I slide back into
sleep.
The next time it is easier and things happen more
quickly. I find that I can hear quiet movements and oc-
casional sounds that I cannot identify. I open my sticky
eyelids and look into a gloomy room that is barely lit.
A soft light here, a few illuminated instrument pan-
els is all the lighting there is. Of course! This is in-
tensive care; I like it here! Cold yet warm and still
semi-drugged, I snuggle down into the bed. It is only
gradually that I become aware of the silhouette of a
nurse standing silently by my bed. Remembering that
they have very special nurses in Intensive Care, I smile
broadly at her (at least I hope that’s what it looks like.)
‘How are you feeling?’ she asks in warm, honeyed
tones.
‘Just fine, honey.’ I reply, to my almost immedi-
ate horror. What made me call her that? The voice
of my personal devil, who has a broad American ac-
cent, whoops in my head: ‘Uh-huh, so flirtin’ skills are
back on-line?’ The nurse seems unoffended however.
As she moves away, I become aware for the first time
of a growing pain over one eye. It turns out to be quite
a headache.
Back on the ward there have been few changes: one
or two of the staff have moved on and one or two of
the patients have left. I seem unchanged too apart from
a splendid black eye and a voracious appetite that fol-
lows the usual post-operative weight loss. Under my
delight at having ‘come through’ the operation there is
something niggling away at my mind. It is a worry that
grows, in part because I cannot identify it. Suddenly,
one day, I am told that I am fit and well and can go
home. So I do.
My convalescence at home is very gentle. I am still
weak and tire easily. My family are so supportive in
a non-obvious way, bless them. That niggling worry
continues to grow as steadily as the blackness fades
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from the white of my eye. It isn’t until one day when
I am looking at my diary to count the number of days
since my operation that realization hits me like a thun-
derclap.
Fits! I haven’t had a single seizure in three weeks!
Feelings of surprise and relief mingle into one. Is it
possible that. . . can it be. . . was the operation that suc-
cessful? Immediately one worry is replaced by another
and an unwillingness to believe this best possible out-
come is tempered by the realization that I could not
possibly know for certain if I had had my last seizure.
I hadn’t, of course. The beast hadn’t been beaten.
Although greatly reduced in severity and number, my
fits continue. Comparatively mild and shivery (they
have been nicknamed ‘the wobblies’) for the most
part, the beast still rears his head to a much greater
extent from time to time. But this is a much better sit-
uation than it was before the operation and I am very
grateful to the Health Service which made my treat-
ment possible.
There were other results from the operation that
were unexpected but I was able to use my experience
of ‘life with epilepsy’ to help me deal with them. My
memory and concentration have been affected. I have
difficulty recalling familiar everyday words, the sort
that would be used to answer an easy crossword. This
can make talking and conversation awkward and cum-
bersome. Reading now means re-reading the previous
passage before starting a new one. Gone are the days
of having six or seven books ‘on the go’ at one time.
When I returned to work my difficulties tried us all. I
did some work twice because I didn’t remember do-
ing it the first time. Other work was filed away (and
mis-filed too!) instead of being done. I would forget
the instructions given to me minutes before or what it
was that I had stood up from my desk to do or to fetch.
Of course it is annoying and irritating but much bet-
ter than a Grand Mal! Living with seizures combined
with practical and useful advice from psychologists at
the Maudsley Hospital has enabled me to meet these
new challenges.
Epilepsy has changed me. I am not what I was. Un-
like the rest of the class of ’82 I will not qualify as a so-
licitor. I am unemployed and probably unemployable.
By some standards some might say that my career has
been a failure. But I am grateful for the experiences
that epilepsy has shown me and it has taught me much:
of human frailty and mortality; of kindness and com-
passion shown to me by folk on the street, friends and
employers as well as the medical staff who treated and
cared for me. I am beholden to my family, particularly
my mother who cares for me to this day and to fellow
friends with epilepsy and other disabled people. For
the times when nothing will go right and black despair
seems bottomless, their love and determination is like
a bear-hug.
Thanks to epilepsy I have been privileged to meet
many wonderful people and to undertake some hard
challenges. It is doubtful whether I would have had
such opportunities in my previous life. As that wise
old rabbi I mentioned earlier once said: ‘If something
bad happens to you, don’t treat it as a failure but look
on it instead as a change of direction.’ I think that he
is right.
